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Abstract Purpose: The aim of
this study is to examine family
members’ experiences of end-of-life
decision-making processes in Nor-
wegian intensive care units (ICUs) to
ascertain the degree to which they felt
included in the decision-making pro-
cess and whether they received
necessary information. Were they
asked about the patient’s preferences,
and how did they view their role as
family members in the decision-
making process? Methods: A con-
structivist interpretive approach to the
grounded theory method of qualita-
tive research was employed with
interviews of 27 bereaved family
members of former ICU patients
3–12 months after the patient’s death.
Results: The core ﬁnding is that
relatives want a more active role in
end-of-life decision-making in order
to communicate the patient’s wishes.
However, many consider their role to
be unclear, and few study participants
experienced shared decision-making.
The clinician’s expression ‘‘wait and
see’’ hides and delays the communi-
cation of honest and clear
information. When physicians ﬁnally
address their decision, there is no
time for family participation. Our
results also indicate that nurses
should be more involved in family–
physician communication. Conclu-
sions: Families are uncertain
whether or how they can participate
in the decision-making process. They
need unambiguous communication
and honest information to be able to
take part in the decision-making pro-
cess. We suggest that clinicians in
Norwegian ICUs need more training
in the knowledge and skills of effec-
tive communication with families of
dying patients.
Keywords Intensive care 
End of life  Decision-making 
Communication  Family members
Introduction
Most deaths in intensive care units (ICUs) take place after
a decision is made to limit or withdraw medical treatment.
Questions regarding the level and aim of treatment form
an important part of day-to-day activities in ICUs [1].
According to Norwegian legislation, healthcare decisions
involving serious interventions should be based on
informed consent [2]. However, ICU patients generally
have impaired cognition and are unable to decide for
themselves; therefore, they depend on surrogates to make
decisions on their behalf [3]. Traditionally, and due to
legislation, families in European countries have been less
involved in end-of-life decisions than in the USA [4–6].
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with other clinicians (physicians and nurses) the ﬁnal
decision-making authority [2]. The Patients’ Rights Act (1,
§4.6) states that, in order to determine patients’ wishes, if
possible information shall be obtained from next of kin
about the patient’s presumed consent [2]. Involving family
members as informants and spokespersons for the patient is
achallengingprocess.Toparticipateinthedecision-making
process, they need detailed information and thorough
comprehension of the patient’s prognosis. Moreover, rela-
tives do not always know the patient’s preferences and may
have difﬁculty discriminating between the patient’s values
and their own interests [7, 8]. It may also be difﬁcult for
them to understand the complexity and severity of the
condition in an emotionally demanding situation [9]. Pro-
viding family members with appropriate information over
time increases their ability to participate in the decision-
making process [1, 10–12].
A European consensus committee advocates a shared
approach to end-of-life decisions, involving both the
caregiver team and patient surrogates. The family’s role is
to communicate the patient’s preferences [7, 13]. How-
ever, according to Scandinavian studies, physicians
consider limiting intensive care treatment to be a medical
decision in which they are the principal arbiter [14–16],
and this often occurs without including nurses [17, 18]o r
making ethical reﬂections explicit [16]. Moreover, some
physicians are reluctant to discuss ICU goals and methods
with relatives when the patient is incompetent [19].
Written advanced directives are not common [19] and
have no legal authority in Norway.
The aim of this study is to examine relatives’ experi-
ence of the end-of-life decision-making process in
Norwegian ICUs. To what degree did they feel included?
Did they receive necessary information? Were they asked
about the patient’s preferences, and how did they see their
role as a family member in the decision-making process?
Materials and methods
Study design
A constructivist interpretive approach to the grounded
theory method of qualitative research was employed [20],
with interviews of 27 bereaved family members of 21
ICU patients who died after a decision to withhold or
Table 1 Participant demography and relation to former intensive care unit patients
No. Patient
a Age (years) Participant relation Age (years) Months from patient
death to interview
b
1 Male 61 Wife 59 12
2 Male 55 Wife 54 8
3 Female 68 Daughter 36 7
Daughter 42
4 Male 57 Mother 80 7
57 Brother 51
5 Female 62 Husband 76 8
6 Female 59 Daughter 27 12
7 Male 35 Wife 33 12
8 Male 80 Wife 79 11
Daughter 48
9 Male 68 Wife 54 5
10 Male 33 Mother 50 3
11 Male 45 Wife 46 12
Sister 42
Sister 41
Daughter 20
12 Female 77 Husband 78 10
13 Female 81 Son 54 6
14 Male 40 Wife 39 11
15 Female 38 Husband 34 9
16 Female 74 Daughter 48 11
17 Male 75 Daughter 34 6
18 Female 85 Son 51 10
19 Male 67 Brother 61 6
20 Male 68 Daughter 45 11
21 Male 55 Wife 60 11
Study participants: 20 female, 7 male. Age between 20 and
80 years, average age 49.7 years
a Patients: 8 female, 13 male. Age between 33 and 85 years,
average age 61 years
b Average time from patient death to family interview: 9 months
1144withdraw life support (Table 1). The interviews were
conducted between May 2008 and November 2009.
Grounded theory seeks to describe and understand
social and structural processes in social settings. The goal
of basic grounded theory research is to develop theory
from data collected by the researcher. In this approach,
the researcher is more a distant observer. A constructivist
approach recognizes the interaction between the
researcher and the participants and sees both data and
analyses as created from shared experiences and rela-
tionships with participants [20].
The study was approved by the Regional Committee
for Medical and Health Research Ethics, the Norwegian
Social Science Data Services (NSD), and subsequently by
the participating ICUs.
Sample and data collection
Three university hospitals and one district hospital par-
ticipated in the study. Hospitals were selected based on
their ICU size ([8 beds) and type of unit (general ICU). A
sample of family members was selected from each ICU’s
patient database by local research coordinators. Inclusion
criteria were age greater than 18 years for both the patient
and the family member. The decision to withdraw treat-
ment was documented in the patient record. Families who
had been asked to consent to organ donation were
excluded. Information on the study and an invitation to
participate were sent from the local research coordinators
to the selected family members. Those who elected to
participate returned the written consent in a prepaid
envelope addressed to one of the researchers (R.L.), who
also was the only interviewer. Most interviews took place
in the participant’s home. Due to long distances, two
interviews were conducted via telephone.
Data production and analysis
The methods of data production and analysis are descri-
bed in detail in Online Resource 1. In brief, the interviews
were held within 3–12 months after the patient’s death,
with an average of 9 months (Table 1). An extensive
narrative was elicited beginning with a narrative-inducing
question: ‘‘Can you tell me what happened?’’ The second
phase of the interview reﬂected the ordering of the themes
presented by the interviewee. However, the interviewer
also used an interview guide as a background tool to
ensure that relevant topics were covered in the dialog. The
interviews lasted about 1 h, and were digitally recorded
and transcribed verbatim. The data were organized using
NVivo, a software package that facilitates sorting and
coding.
The goal of the analysis was to gain an understanding
of the family members’ roles and reactions during
interactions with physicians and nurses during end-of-life
discussions in the ICU. First, individual interviews were
thoroughly analyzed by two researchers (G.F.L. and
R.L.), with relevant episodes then isolated and arranged
into themes [21]. Using the interpretive grounded theory
method, the themes were coded and named using various
terms [20]. The concepts and the relationships between
concepts emerged within single interviews and between
interviews, although the emphasis remained on the whole,
as in a hermeneutic circle. In organizing the data, initial
codes were chosen to facilitate analysis. The cases were
then labeled based on the participant’s experience of
inclusion in the decision-making process and then divided
into two groups (Fig. 1). The underlying assumptions of
the different cases were compared. A common key con-
cept emerged: ‘‘wait and see.’’
Results
Most participants were not included in end-of-life deci-
sions (Fig. 1). A few were included to some extent
and experienced shared decision-making. The key char-
acteristics of the experiences varied, as shown in Fig. 1.
The expression ‘‘wait and see’’ was experienced by par-
ticipants from both groups, and it was related to
communication with both physicians and nurses (see
more quotations from participants in Online Resource 2).
Five subthemes demonstrate the variety in this main
concept:
• Unavailability
• Ambivalence
• Disparate comprehension
• Delayed communication
• Shared decision-making
‘‘Wait and see’’
Unavailability
Firstly, the expression ‘‘wait and see’’ may be viewed as a
key concept describing a study participant’s experience of
inadequate communication with ICU clinicians. Few
participants experienced regular physician communica-
tion. The physicians often seemed busy, did not keep
appointments, and left the family waiting for hours. When
family members did succeed in meeting a doctor, they
found they were rarely given enough time for proper
dialog. One daughter, who was with her father for 1 week
in the ICU, states: ‘‘There was little… very little com-
munication. The only time we talked with doctors was
that time the two doctors sat down with us. We had no
contact apart from what we heard from the discussion
1145when they arrived on their rounds’’ (no. 8). The com-
munication often focused on measurable details, such as
oxygen saturation, blood pressure or test results. Many
families felt that they needed more frequent discussions
concerning the perspectives of the treatment. One family
member said: ‘‘There were… lots of questions I could
ask, but I would not get an answer (from nurses). A doctor
had to answer them… But then… then it seems a bit of an
uphill path to get information and arrange a meeting with
a doctor…’’ (no. 18). Nurses rarely participated in
meetings between families and physicians. Bedside
communication focused on everyday issues and the well-
being of the patient. Families perceived the nurses as
friendly and compassionate, but vague and reluctant to
give information.
Ambivalence
Secondly, ‘‘wait and see’’ can be interpreted as an
expression of a degree of uncertainty that is intended to
protect family members, helping them to maintain hope
27 bereaved family members of 21 patients. Cases separated into two groups 
based on the participants’ experiences of the decision-making 
process. Core concept common to both groups: “Wait and see”. 
Families not included in 
decision-making (16 families)
Families experiencing shared 
decision-making (5 families)
Wait and see
Intensive Care Unit-period 
> 4 days < 8 weeks
- Meetings with clinicians: 
Few, seldom, randomly 
arranged.
- Collaboration: 
No obvious nurse/physician 
teamwork. 
- Communication: 
Medical facts, detailes. Little 
dialogue.
- Physicians: 
Busy, distant.
- Nurses:  
Friendly, compassionate, 
supportive. Vague information. 
- General feelings: 
Hope/Realism/Ambivalence.
Disparate understanding of ”wait 
and see”.
Intensive Care Unit-period 
< 4 days
- Meetings with clinicians: 
First proactive, later regular, 
planned.
- Collaboration: 
Nurse/physician teamwork.
- Communication: 
Honest, clear, medical facts. 
Common discussion of treatment 
goals and prognosis. Family 
communicates patient’s end-of-life 
goals/wishes.
- Physicians: 
Experienced, available, close, 
compassionate, emotionally 
supportive.
- Nurses: 
Friendly, compassionate, 
supportive. Careful with words. 
Both clear and vague information. 
- General feelings: 
Hope/Realism/Ambivalence. “Wait 
and see” means fragile time. 
Prepared through gradual 
understanding. 
Fig. 1 Results
1146for recovery. Being near the patient most of the time
makes the family form their own ideas about the patient’s
prognosis. Even if family members recognize some signs
indicating that the patient’s situation is worsening, they
need to maintain some hope for survival. Many found that
doctors and nurses took this into account by shielding
them. The vague communication with nurses was inter-
preted as part of this. They reﬂected upon the concept that
this is a difﬁcult balancing act for hospital staff. Some-
times they received clear, realistic information that the
situation could go either way. In retrospect, many felt that
uncertainty was hidden behind a focus on continued full
treatment and the hope for improvement. A wife said that
‘‘they never actually said it would not work out, to start
with. They had hope, and we clung to it’’ (no. 9).
Disparate comprehension
Thirdly, ‘‘wait and see’’ can indicate differing viewpoints
and perceptions of the clinicians and the family. Several
study participants were unsure about what would happen
after ‘‘waiting and seeing.’’ One participant states: ‘‘When
he talked to me then, he prepared me for the meeting at
the weekend when they would decide what would happen.
And there would be a heart specialist and other experts at
the meeting’’ (no. 16). In retrospect, the families realized
that ‘‘wait and see’’ was in fact used to convey treatment
termination at a given time, unless there were unexpected
signs of improvement. Others had previously understood
it as meaning that the doctors were uncertain about the
outcome. However, several family members felt that the
end-of-life discussion after the ‘‘wait and see’’ period was
over came up too abruptly.
Delayed communication
Fourthly, the ‘‘wait and see’’ period sometimes delayed
the important part of the discussion regarding the deci-
sion-making process and made it difﬁcult for the family to
recognize their role as surrogates for the patient. Some
family members were relieved to discover that the phy-
sicians are responsible for decisions, but still had a
perception of the importance of their own contribution.
One woman, married for more than 30 years, said: ‘‘My
husband and I were very conscious of wanting to be the
closest relatives and part of this was to be conﬁdent that
the spouse made the best decision’’ (no. 1). Despite the
fact that few patients had previously discussed end-of-life
goals within their family, the relatives believed they knew
the end-of-life wishes of the patient. They based this on
their previous generalized conversations on moral values
and end-of-life goals. This carries with it a strong feeling
of responsibility to communicate this knowledge to the
clinicians. However, few participants were asked if they
knew the patient’s preferences. Generally, the physicians
focusedentirelyontheclinicaldetailswhentheyannounced
their decision to withdraw treatment. Several family mem-
bers, while presuming that the correct decision had been
made, would still have preferred greater involvement in the
decision-making process. Looking back, one son said: ‘‘Her
quality of life was not part of the discussion… no, in fact it
was not… They should have discussed it with me… that is
what I think. It is actually a moral question. It is really
difﬁcult’’ (no. 18). Several family members recall the situ-
ation as emotionally charged. Some were left with
unanswered questions, leading to doubt about whether the
correct decision was made. They were unsure whether they
hadreceivedallnecessaryinformationoriftherewereother
aspects to be considered. Moreover, since termination of
care was usually carried out very quickly, they had no time
to reﬂect upon it or express doubts.
Shared decision-making
For a few family members the ‘‘wait and see’’ period
worked as a preparation phase for the decision-making
process (Fig. 1). These families experienced early family
meetings in which clinicians made efforts to establish a
relationshipandprovidethefamilywithemotionalsupport.
In later meetings, the patient’s preferences were discussed
and treatment goals were revised. Nurses sometimes took
part in the family meetings. An elderly man who lost his
wife said: ‘‘In a way, I was prepared by the process which
wentoncontinuously,andthetalkswiththosetwofantastic
professionals.Anditwasobvioustomethatitwasherlifeit
wasallabout,andonthedoctor’srecommendationIsawno
reason to continue the treatment’’ (no. 12). Other partici-
pants also found that the physicians acted as their advisers,
inviting them to take part in the ﬁnal decision.
Discussion
The major ﬁnding of this study is that the concept of
‘‘wait and see’’ describes the communication process with
families in the participating Norwegian ICUs in various
ways. Despite well-documented strategies to prepare
families for end-of-life decisions [22–24], the families’
perspectives in this study reveal an ineffective and
ambiguous communication strategy. This is an area where
the data can be interpreted in different ways. The end-of-
life decision may seem sudden and unexpected because
the family is not mentally prepared. We also know that
being in an emotionally charged situation may reduce the
family’s ability to recognize the physicians’ information
[22]. However, it can also be considered as an unclear
communication process where the reality of the situation
is played down.
1147Some uncertainty in the communication process can
probably be related to an interpretation of current legis-
lation on decision-making processes when the patient
lacks decision-making capacity [2]. The legislation gives
no details as to how and when families should be included
in decision-making. Written guidelines on intensive care
ethics are not common in Scandinavia [19]. However, a
new Norwegian guideline for end-of-life decisions exists,
but its implementation is still controversial among phy-
sicians, who may be reluctant to change established
practice [25]. Our results, nevertheless, show clearly that
families experience the usual approach based on vague
communication as inappropriate.
‘‘Wait and see’’ might be a term that physicians use to
delineate a period of time to ensure that the withdrawal
decision is correct [16, 26]. The process of deﬁning a
turning point where treatments are considered futile is
ethically challenging [17, 19]. However, the expression
‘‘wait and see’’ is itself elusive, and together with con-
tinued full treatment and vague communication, it
obscures the severity of the situation, which the time limit
is meant to signal [13, 26]. Our study demonstrates that
this often resulted in delayed communication with fami-
lies about adjusting treatment goals, denying them the
opportunity to communicate the patient’s preferences.
Similarly to other studies, this study shows that families
need regular meetings with physicians with an appropriate
balance between hope for survival and accurate and
straightforward information about the illness and the
prognosis [27, 28].
When physicians ﬁnally raise the end-of-life issue,
they seem to have run out of time to include the family.
Consistent with other Scandinavian research in this ﬁeld,
most participants in our study were merely told the
decision [29, 30]. Hence, they were left with unanswered
questions and sometimes doubted the decision. They
expected their contribution to the process to be important
for the patient; on the other hand, some studies have
questioned whether the family is able to communicate the
patient’s ‘‘best interests’’ with regard to values and quality
of life issues and, thereby, protect the patient’s autonomy
[7, 31, 32]. However, if the voice of the family is sup-
posed to express the patient’s wishes, it is important that
they be allowed to participate earlier in the decision-
making process.
As reported in other studies, nurses seldom took part
in end-of-life discussions or in family–physician confer-
ences [17, 33, 34]. Nurses and doctors are, therefore, not
utilizing the waiting period properly in order to prepare
the family for the ﬁnal end-of-life decision. A few family
members were satisﬁed with and (to some degree)
included in the decision-making process (Fig. 1). The
ICU period for these patients was limited to a few days.
A possible interpretation is that the patient was expected
to die soon at the time of admission to the ICU, and
that communication efforts towards families were thus
maximized. This ﬁrst proactive step was laying the
groundwork [35] by establishing a relationship and
providing the family with emotional support. The next
step, as emphasized in other studies and guidelines [22–
24, 35, 36], introduced a clearer communication of the
prognosis, allowing the family and the clinicians toge-
ther to revise the initial goals [37]. Nurses were included
in the meetings to some degree and used their acquired
relationship and knowledge to support the family after
the meetings. Consistent with other studies, our results
therefore suggest that nurses should engage more in end-
of-life situations and contribute to building a team for
family support [13, 28, 38]. For these few families who
experienced shared decision-making, the ‘‘wait-and-
see’’ expression was understood as a fragile time in
which they were able to prepare for the ﬁnal decision to
withdraw treatment.
This study is limited by the participants’ recollections
of the decision-making experience. It is impossible to
know if their recollections exactly describe their thoughts
and feelings at the time of the decision. Although this
qualitative methodology limits generalization, the ﬁnd-
ings still provide insight into the decision-making process
as the families experienced it, and these insights may be
transferable to ICUs other than those that participated in
the study.
Conclusions
Families of ICU patients express the need for unambig-
uous communication and clear information about their
loved one’s condition and prognosis while maintaining
hope for recovery. Families often have difﬁculties
understanding and interpreting the information presented.
Nurses seldom participate in family conferences, and their
communication with families is regarded as vague. The
‘‘wait and see’’ concept functions to conceal the essential
question and delay the inevitable choice. Hence, most
study participants experienced that the decision-making
process took place without their participation. Several
families felt that the ﬁnal decision was hastened. This
indicates a lack of attention to patient and family auton-
omy. The study suggests that physicians and nurses in
Norwegian ICUs must discuss how to include families in
the decision-making process. The legislation encourages
focus on improving communication skills both within the
ICU team and between the team and families [39, 40].
Guidelines can be useful in helping clinicians improve
these processes.
Acknowledgments Profound gratitude is extended to the partici-
pating ICUs, to the participants, and to all colleagues who have
read, discussed, and commented during the research process. This
work was funded by Northern Norway Regional Health Authority,
1148University Hospital of Northern Norway, The Norwegian Nurses
Organization, and The Research Council of Norway.
Conﬂict of interest The authors state that there are no conﬂicts of
interest.
Open Access This article is distributed under the terms of the Cre-
ative Commons Attribution Noncommercial License which permits any
noncommercial use, distribution, and reproduction in any medium,
provided the original author(s) and source are credited.
References
1. Cohen S, Sprung C, Sjokvist P, Lippert
A, Ricou B, Baras M, Hovilehto S,
Maia P, Phelan D, Reinhart K, Werdan
K, Bulow HH, Woodcock T (2005)
Communication of end-of-life decisions
in European intensive care units.
Intensive Care Med 31:1215–1221
2. Norwegian legislation: the patients’
rights act (1999) Available at
http://www.ub.uio.no/ujur/ulovdata/
lov-19990702-063-eng.pdf. Accessed
Nov 29, 2010
3. Ferrand E, Robert R, Ingrand P,
Lemaire F, French LATAREA Group
(2001) Withholding and withdrawal of
life support in intensive-care units in
France: a prospective survey. French
LATAREA Group. Lancet 357:9–14
4. Moselli NM, Debernardi F, Piovano F
(2006) Forgoing life sustaining
treatments: differences and similarities
between North America and Europe.
[Review]. Acta Anaesthesiol Scand
50:1177–1186
5. Lautrette A, Peigne V, Watts J,
Souweine B, Azoulay E (2008)
Surrogate decision makers for
incompetent ICU patients: a European
perspective. Curr Opin Crit Care
14:714–719
6. Sprung CL, Cohen SL, Sjokvist P,
Baras M, Bulow HH, Hovilehto S,
Ledoux D, Lippert A, Maia P, Phelan
D, Schobersberger W, Wennberg E,
Woodcock T, Ethicus Study Group
(2003) End-of-life practices in
European intensive care units: the
Ethicus Study. JAMA 290:790–797
7. Arnold RMM, Kellum JM (2003) Moral
justiﬁcations for surrogate decision
making in the intensive care unit:
implications and limitations. [Review].
Crit Care Med 31:347–353
8. Buchanan AE, Brock DW (1989)
Deciding for others: the ethics of
surrogate decision making. Cambridge
University Press, New York
9. McAdam JL, Dracup KA, White DB,
Fontaine DK, Puntillo KA (2010)
Symptom experiences of family
members of intensive care unit patients
at high risk for dying. Crit Care Med
38:1078–1085
10. Azoulay E, Pochard F, Chevret S,
Jourdain M, Bornstain C, Wernet A,
Cattaneo I, Annane D, Brun F, Bollaert
PE, Zahar JR, Goldgran-Toledano D,
Adrie C, Joly LM, Tayoro J, Desmettre
T, Pigne E, Parrot A, Sanchez O,
Poisson C, Le Gall JR, Schlemmer B,
Lemaire F (2002) Impact of a family
information leaﬂet on effectiveness of
information provided to family
members of intensive care unit patients:
a multicenter, prospective, randomized,
controlled trial. Am J Respir Crit Care
Med 165:438–442
11. Abbott KH, Sago JG, Breen CM,
Abernethy AP, Tulsky JA (2001)
Families looking back: 1 year after
discussion of withdrawal or
withholding of life-sustaining support.
Crit Care Med 29:197–201
12. Truog RD, Campbell ML, Curtis JR,
Haas CE, Luce JM, Rubenfeld GD,
Rushton CH, Kaufman DC, American
Academy of Critical Care Medicine
(2008) Recommendations for end-of-
life care in the intensive care unit: a
consensus statement by the American
College of Critical Care Medicine. Crit
Care Med 36:953–963
13. Carlet J, Thijs LG, Antonelli M, Cassell
J, Cox P, Hill N, Hinds C, Pimentel JM,
Reinhart K, Thompson BT (2004)
Challenges in end-of-life care in the
ICU. Statement of the 5th International
Consensus Conference in Critical Care,
Brussels, Belgium, April 2003.
Intensive Care Med 30:770–784
14. Sjo ¨kvist P, Nilstun T, Svantesson M,
Berggren L (1999) Withdrawal of life
support––who should decide?
Differences in attitudes among the
general public, nurses and physicians.
Intensive Care Med 25:949–954
15. Halvorsen K, Forde R, Nortvedt P
(2009) The principle of justice in
patient priorities in the intensive care
unit: the role of signiﬁcant others.
J Med Ethics 35:483–487
16. Svantesson M, Sjokvist P, Thorse ´nH
(2003) End-of-life decisions in Swedish
ICUs: how do physicians from the
admitting department reason? Intensive
Crit Care Nurs 19:241–251
17. Halvorsen K, Forde R, Nortvedt P
(2009) Value choices and
considerations when limiting intensive
care treatment: a qualitative study. Acta
Anaesthesiol Scand 53:10–17
18. Bunch EH (2000) Delayed clariﬁcation:
information, clariﬁcation and ethical
decisions in critical care in Norway.
J Adv Nurs 32:1485–1491
19. Tallgren M, Klepstad P, Petersson J,
Skram U, Hynninen M (2005) Ethical
issues in intensive care––a survey
among Scandinavian intensivists. Acta
Anaesthesiol Scand 49:1092–1100
20. Charmaz K (2006) Constructing
grounded theory: a practical guide
through qualitative analysis. Sage,
London
21. Riessman CK (2008) Narrative methods
for the human sciences. Sage, Los
Angeles
22. Curtis JR, White DB (2008) Practical
guidance for evidence-based ICU
family conferences. Chest 134:835–843
23. Machare Delgado E, Callahan A,
Paganelli G, Reville B, Parks SM,
Marik PE (2009) Multidisciplinary
family meetings in the ICU facilitate
end-of-life decision making. Am J Hos
Palliat Care 26:295–302
24. Lautrette A, Ciroldi M, Ksibi H,
Azoulay E (2006) End-of-life family
conferences: rooted in the evidence.
Crit Care Med 34:364–372
25. Laake JH (2007) Livsavslutning i
intensivavdelinger. Tidsskr Nor
Laegeforen 127:3235 (Norwegian
language)
26. Bulow HH (2004) Ethical
considerations in the termination of
intensive care. Ugeskr Laeger
166:2352–2356
27. Heyland DK, Rocker GM, O’Callaghan
CJ, Dodek PM, Cook DJ (2003) Dying
in the ICU: perspectives of family
members. Chest 124:392–397
28. Nelson JE, Puntillo KA, Pronovost PJ,
Walker AS, McAdam JL, Ilaoa D,
Penrod J (2010) In their own words:
patients and families deﬁne high-quality
palliative care in the intensive care unit.
Crit Care Med 38:808–818
29. Sjokvist P, Sundin PO, Berggren L
(1998) Limiting life support.
Experiences with a special protocol.
Acta Anaesthesiol Scand 42:232–237
114930. Melltorp G, Nilstun T (1996) Decisions
to forego life-sustaining treatment and
the duty of documentation. Intensive
Care Med 22:1015–1019
31. Emanuel EJ, Emanuel LL (1992) Four
models of the physician-patient
relationship. JAMA 267:2221–2226
32. Emanuel EJ, Emanuel LL (1992) Proxy
decision making for incompetent
patients. An ethical and empirical
analysis. JAMA 267:2067–2071
33. Latour JM, Fulbrook P, Albarran JW
(2009) EfCCNa survey: European
intensive care nurses’ attitudes and
beliefs towards end-of-life care. Nurs
Crit Care 14:110–121
34. Ferrand E, Lemaire F, Regnier B,
Kuteifan K, Badet M, Asfar P, Jaber S,
Chagnon JL, Renault A, Robert R,
Pochard F, Herve C, Brun-Buisson C,
Duvaldestin P, French RESSENTI
Group (2003) Discrepancies between
perceptions by physicians and nursing
staff of intensive care unit end-of-life
decisions. Am J Respir Crit Care Med
167:1310–1315
35. Norton SA (2001) Working toward
consensus: providers’ strategies to shift
patients from curative to palliative
treatment choices. Res Nurs Health
24:258–269
36. Curtis JR, Patrick DL, Shannon SE,
Treece PD, Engelberg RA, Rubenfeld
GD (2001) The family conference as a
focus to improve communication about
end-of-life care in the intensive care
unit: Opportunities for improvement.
Crit Care Med 29:26–33
37. White DB, Malvar G, Karr J, Lo B,
Curtis JR (2010) Expanding the
paradigm of the physician’s role in
surrogate decision-making: an
empirically derived framework. Crit
Care Med 38:743–750
38. Puntillo KA, McAdam JL (2006)
Communication between physicians
and nurses as a target for improving
end-of-life care in the intensive care
unit: challenges and opportunities for
moving forward. Crit Care Med
34:332–340
39. Ambuel B, Weissman DE (2005) Fast
fact and concept #16: conducting a
family conference. Available at:
http://www.aging.pitt.edu/
professionals/resources-polst/Fast-Fact-
16-Family-Conf-2005.pdf Accessed
Dec 14, 2010
40. Fallowﬁeld L, Jenkins V, Farewell V,
Saul J, Duffy A, Eves R (2002) Efﬁcacy
of a Cancer Research UK
communication skills training model for
oncologists: a randomised controlled
trial. Lancet 359:650–656
1150